Using evidence for
advocacy impact
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Evidence-based advocacy — What is it?

Systematic and targeted collection, interpretation, generation and
deployment of sound data and information, presented and used In
patient advocacy with an objective in mind.

Advocating in a targeted,
evidence-based, well-
educated and
professional manner,
and measure impact and
outcomes of what we do.

Slide adapted from WECAN training course on Evidence-Based Advocacy




86.4% OF PEOPLE WILL
BELIEVE ANY DATA YOU
PUT IN A POWERPOINT
SLIDE, EVEN IF YOU JUST
TOTALLY MADE IT LUP

TO PROVE YOUR POINT.

Why use
evidence?

Credibility

® mcrke’roonlst com
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Understanding




Responsibility on the
patient community to use
EBA to drive change...

UK based patient experience survey
of 2,329 leukaemia patients from
Leukaemia Care.

Used to identify unmet needs and to
inform:

Organisational strategy
Campaigns — e.g. patient issues

Evidenced access arguments — to
inform NICE submissions

Publish at scientific conferences

Leukaemia Care

YOUR Blood Cancer Charity

Leukaemia Care

Living with Leukaemia

2018 Report

www.leukaemiacare.org.uk

| @ZPWLC



How to use |
evidence.. o |

1. Listen to the evidence )

2. Act on the evidence

N W

DO NOT use evidence just
to back up your existing
point of view

@ZPWLC

[ see here that I'm right about everything.
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Does your evidence
show what you
think it does?

» Did you ask the right
guestion?

» Did you ask the right
people?

» Did you ask enough people?

» |Is your conclusion what the
data shows?

> |s it statistically valid?

@ZPWLC

OUR MARKETING PROGRAM
IS CLEARLY SUCCESSFUL,

AS SHOWN BY THIS GRAPH OF
HOW AWESOME I THINKIT 1S.
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WECAN

Steps

Key elements of evidence generation for EBA
Academy
Strategy & ...
Resee?ri/:h implementation Survey/Study Data Publications
question Conduct Analysis & reporting
De:rl]r:jerg:jeeacrté\r/]es Questionnaire Build survey, Recruitment Analvsis Generate
questions design IT & database & Progress Report y Presentations
Response Summary of main Selection of media
Selection of : "
sliseiiel Ethics approval L Aliee and writing
methodology publication
Question & survey Data protection |dentify
library measures professional writer

Write publication

Slide from WECAN training course on Evidence-Based Advocacy

WECAN Academy



Be clear from the start how
you want to use the data

YOUR PURPOSE DETERMINES WHAT TYPE OF PROJECT TO RUN...
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Setting your strategy and research question?

At the outset of any project, and at any point you make significant changes to your
plans, ask yourself:

Strategy &

Research
guestion

Steps

m What am | trying to achieve?
* What is your desired advocacy impact?

*  What do you want to show, and to whom? Defir:je objecti\r/]es
: and researc
« What evidence do you need to back up your work? S

* What is already known and what do you need to collect?
«  What types of evidence will be most effective with your stakeholder group? Selection of
« What is your analysis strategy? methodology

m  Everything flows back from this — e.g. type of evidence generation, publication
decision — consider undertaking strategic review

Slide adapted from WECAN training course on Evidence-Based Advocacy



What is already known?

As a general rule of thumb... Known (YOU) Not Known (YOU)
Use to help identify:
1. What type of evidence generation EXISTING DESK
2. What to collect evidence on? EVIDENCE RESEARCH
3. Or whether you even need to collect

any?

m Thinking here about what is known to
other researchers

® And what is only known to patients
and/or advocates

QUANTITATIVE § QUALITATIVE

Slide adapted from WECAN training course on Evidence-Based Advocacy



Considering type of evidence generation (e.g. survey)

Depending upon your aims there are different (and complementary) approaches:

Steps

» Pure Questionnaire — e.g. multiple choice, rank order or ‘tick box’” Qs

» Pure Interview — written/oral structured open Qs

Questionnaire

» Mixture — e.g. some multiple choice and some open Qs
design

In terms of designing questions:
» Create your own —e.g. in a novel area

» Use existing questions
= Entire PROMs - within a questionnaire

. . , Question & survey
* |Individual Qs — from question and survey library library

Slide adapted from WECAN training course on Evidence-Based Advocacy




Don’t just generate
evidence for the sake of it!

BE CLEAR AT THE START ABOUT WHAT DATA YOU NEED AND HOW IT
WILL BE USED

@ZPWLC




Patients
should also be

involved in
external
evidence

generation...

Patient involvement in medicines R&D

Information to

High expertise in
disease area required

Medium expertise in
disease area required

Setting
Research
Priorities
. gap analysis
¥ - carly horizon
§ scanning
» matching
unmet needs
' with research
¥ - defining
§ patient-relevant
added value
and outcomes

Research
Priorities

Fundraising
for research

Protocol

Synopsis Trial

0 - design steering

§ - target population committee

+ protocol follow up §
« Improving access §
- adherence '

Protocol
Design

- relevent endpoints

+ benefit/risk balance

- in-/exclusion criteria

+ diagnosis procedures

- quality of life and patient
reported outcomes

- ethical issues,

- data protection

+ mobility issues/logistics
+ adherence measures

Research Design

and Planning

visual design
readability
language
dissemination

]

]

]

N content
'

0.

'

# - contractual issues
- travel expenses

« support for family .
¥ embers Patient

0 - mobility
§ - Mobility
' .
Practical

Considerations

Information

(]
Ethical
Review

+ content

» visual design
+ readability

+ language
Informed

Consent

trial participants
¥ . protocol amendments
+ new safety information
Data & Safety
Monitoring Regulatory
Committee Affairs

Investigators
Meeting
0 - trial design
# - recruitment
’ - challenges
- opportunities
¥ can trigger amend-
0 ments

Research Conduct
and Operations

0 - summary of interim
# fresults
- dissemination in patient

° community

Study
reporting

¥ - benefit/risk
# - drop-outissues
g - @mendments

§ - MAA evaluation
» EPAR summaries
- lay summary of
' results
- package leaflets
§ - updated safety
[ communication

(]
(]
(]
Dissemination,

Communication,
Post-approval

8 - contribution to
§ publications
+ diseemination of
research results to
patient community /
0 professionals

Post-study
communication

+ assessment of value
- patient-relevant

S outcomes

§ patient priorities

Health

Technology
Assessment

Geissler et al (2017) - Improving Patient Involvement in Medicines Research and Development: A Practical Roadmap - https://journals.sagepub.com/eprint/6J5ErcVgeCi4BDdCE7FD/full


https://journals.sagepub.com/eprint/6J5ErcVqeCi4BDdCE7FD/full

Case Study: Living with leukaemia

LEUKAEMIA CARE

@ZPWLC




Project Overview

Blood and Lymphatic cancan

Leukaemia CARE

ety o oreing of B0

Patient Survey

@ Aims — Exploring UK leukaemia patient experience A R o e R R

provde riormaton, whiah can help he NS and Levkaema CARE monicr and imgrove the
quality of neaith secvoes for Asure patents wih Tiood cancer

Taking part in this survey is voluntary. Published reports will not contain

any personal details.

Who should complete the questionnare?

The QUestons Should be answened Dy you. 35 e ParSon who has been treated for 2 blood

cancer. If you need help o complete the questionnaine, the answers should be gven from your

pont of view — 1ot T Dot of wew of e person who s helpng

@) Topics — Following the journey from diagnosis onwards T e e

MPORTANT INFORMATION
To make sure Me rRonTINon we CoRME S USeR. we Need 10 collect Some Parsonal detals from
you and Jccess rformration held about you in other NHS databases. The purpose of collectng ths
rformasion i 10 genecse LMSHCS AbOUt the Care and Testment pecpie receve
These sanstes wil be 10 Compare Me dMerences N Cre N0 Teament by dferent
PrOVIcers and 10 undersiand what may De causing these  The results wil be used 1 measure and
whmdmm

By g this @ mnmmwhumw

wumhmmm Specifically. you are agreeng that:

* Your personal detads and relevant health mmcmumbmmdtymcmw
contracted 1 Leukaemiy CARE 1o aralyse the data

« Your personal informanon wil De handled securdly and aronymised aNer ralyss and before
any publcason

« Your personal information will not De neleased Dy anyons working on benalf of Leukaema CARE
uriess required Dy Low or where there i3 3 cear overnding public interest

« You can witharaw the nformacn you gve Leukaemia CARE in 1vs questionnare Lpon
request Lp 1o the pant 3 which cata are andlysed and personal detals removed

Q Testing — To refine the content

w’%‘e‘mmmum pledse cal he FREEFHONE heipine number on

LE17CORE P aie iy )
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Methodology: Cohorts

CPES Leukaemia Care

e Patients identified e LC Database
using the NHS
CPES survey

Anonymous

e Online link

e Wider blood
cancer community

e LC email consent

e Had a valid postal
address (for paper
survey)

@ZPWLC



Different output types

Reports and Presentations Scientific Publications

As a starter for

Leukaemia Care

YOUR Blood Cancer Charity

Leukaemia Care

Living with Leukaemia

Laviemin Care

The Emational Impact of Watch and Wait for CLL

Conclusion:

e Wtwl\n)d arest of need to raduce .amymm

Leuﬁ__a&r;l_‘luig_“(}are Living with Leukaemia

quantify the issues d-muwsm away 'NMM dnavin Can n rcmile
axm?-nucm heddsssrmbrn s iy - [ ——
sty s mesonss Bachgraund lesapiiotnpetides o e
2018 Report ’ cu ::..........‘."..:".:;‘.::‘::1."

e | Aims:
*| Leukaemia Care surveyed
acute leukaemia patients,
to identify key concemns
and issues faced
throughout their cancer
Journey, including the
financial impact.
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+ Journal articles

follow-up
projects...

The implications of UK
patient opinions abou
treatment options for

Patients
want a
choice of
treatment

and are

‘ H e supportive o
S .
LA ||| 1| s S new options

offering a
treatment-

free period,
but require

the support |
||I | for their
— ' individual
e S needs and

concerns.




Leukaemia Care
YOUR Blood Cancer Charity

Leukaemia Care
Living with Leukaemia

2018 Report

NICE

National Institute for
Health and Care Excellence

#WatchWaitWorry

How can patient groups use RWE in their activities?

EXAMPLE FROM LEUKAEMIA CARE (UK)
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Leukaemia Care

YOUR Blood Cancer Charity

Leukaemia Care Def|n|ng Unmet Needs

Living with Leukaemia

2018 Report Identify: What are the issues to focus on

Measure

o Quantify issues (e.g. the % of patients
experiencing)

o Differences between particular groups. such as
demographics, cancer type, regions, time

Solutions: Create a set of recommendations to
address

Further Questions - Is there anything you need
more evidence on?

www.leukaemiacare.org.uk
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Leukaemia Care

Supporting those affected by blood cancer for SO years

Strategic plan for Leukaemia Care
3 years - 2019 to 2022

Presented to the Trustee Board
23 January 2019

Organisational Strategy

How are you going to address the unmet needs?

Questions to think about:

What are you already addressing?

What should you do differently?

What do you need to do more of?

What are you not doing?

What can you NOT do? What should be worked on by
others?

Collect Further Evidence

Use Key Performance Indicators (KPIs) — to measure
outcomes and impact

Collect data and compare — e.g. performance across years

@ZPWLC



Developing New Services

One you have identified an unmet need to focus on...

m Designing the service — what exactly do you need Peer to Peer
to address? Support?

m Use evidence for your funding application

m Use feedback to refine existing services

« Use Key Performance Indicators (KPIs) — to
measure outcomes and impact Counselling?

* Individual feedback from users (e.g. survey)

Helpline?
WhatsApp?

m Consider running a small PILOT to show it works?

@ZPWLC




Campaigns — Awareness and Early Diagnhosis

Understand your audience

m Public v Patient — are you targeting a specific
demographic?
m What does the audience already know?

Use Evidence o,

infections

m Your own (e.g. survey)
m External (e.g. NCIN Routes to Diagnosis)

Consider your message i

. weak or oint or
m What does the audience need to know? breathiess St
m Where to focus? — e.g. MPN, blood cancer or

cancer

@ZPWLC #SpotLeukaemia




Campaigns — Patient Issues

m Using evidence to develop and run campaigns to
address specific issues

m  Audience — Patients? Clinical community?

m  Evidence — Tailor to look at differences? Can you
do a specific survey? Or breakdown of an existing
survey?

m Message — What are you trying to change?

Example: ‘Watch Wait Worry’ campaign
m  We developed:
« Evidence Report — for clinicians

« Supportive guidance for CLL patients on
watch and wait

#WatchWaitWorry - Social media campaign

m Poster at EHA on the emotional impact of watch
and wait for CLL

@ZPWLC




Access: Health Technology Appraisals

m Different HTA processes have different opportunities for patient
organisations to get involved

® In most cases the consideration of patient perspective is
qualitative, so it is difficult to understand the impact on
decision making

m You can create quantitative evidence (e.g. patient surveys), N I C E

but at present there is no mechanism for the inclusion of such National Institute for
evidence Health and Care Excellence

m Focuson:

* Influencing the areas that influence decision making (e.g.
cost-effectiveness)

« Impact not involvement

« Explaining existing evidence (e.g. trial) and the benefit from
a patient perspective

@ZPWLC




@ZPWLC




